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Photosensitive epilepsy is relatively rare. However, a large proportion of individuals with epilepsy perceive that they are 
at an increased risk of a seizure whilst exposed to specific photic material. The difference between p~rceived and real 
risk may be due to inadequate ducation and misinformation. One half of the participants in the present survey could not 
recall being informed of the result of the 'gold standard' test for photosensitivity--intermittent photic stimulation during an 
electroencephalogram. Furthermore, approximately one-third of our sample were apparently given inaccurate and overcautious 
advice about their everyday exposure to photic material. Better information and advice is crucial to improve this situation 
in the future. The majority of people with epilepsy (>95%) who are not photosensitive can pursue activities that involve 
flickering or patterned light, encompassing educational, employment and leisure opportunities, without undue concern. 
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INTRODUCTION 
Photosensitive epilepsy is relatively rare. Its incidence 
has been reported at 1.5/100 000 of the population, al- 
though this is likely to rise to 7/100 000 when the age 
range is restricted from 7-19 years I. These figures 
represent approximately 2 and 10% of all new cases 
of epilepsy respectively. Individual susceptibility to 
photic-induced seizures can be readily demonstrated 
during intermittent photic stimulation (IPS), which is 
routinely carried out during an electroencephalogram 
(EEG). However, a comprehensive assessment should 
also include a period of pattern stimulation as this fac- 
tor may be present in occasional subjects who are not 
sensitive to flicker stimulation 2.
Given that photosensitive epilepsy is relatively un- 
common and is easily demonstrable it is surprising 
that photic material is widely interpreted as promot- 
ing an increased risk of seizures within the overall 
population of epilepsy sufferers. In an earlier paper 
we reported that nearly one in two subjects surveyed 
believed that flashing lights precipitated their seizures 
and that 28% believe that 'all' or virtually 'all' peo- 
ple with epilepsy are at an increased risk of a seizure 
whilst exposed to video-game material 3. 
We therefore sought to investigate the nature of 
information patients recall receiving about their IPS 
test result as well as whether they received any ad- 
vice about interacting with environmental sources of 
flickering and other light. 
MATERIALS AND METHODS 
We surveyed 137 individuals with epilepsy attending 
a tertiary referral epilepsy clinic. Twenty-six subjects 
who had not undergone an EEG with IPS previously 
were excluded. A further 11 were also excluded for 
other reasons; six for not filling in the questionnaire 
properly and five who could not recall if they were 
informed of the results of the IPS procedure. The 
remaining 100 subjects correctly completed a short 
survey (see Appendix 1). Subjects were at least 16 
years of age, mostly with severe intractable pilepsy 
and a proportion were being considered for surgical 
therapy due to a diagnosis of partial epilepsy (mostly 
temporal lobe); i.e. a group which would be con- 
sidered at an exceptionally low risk of harbouring 
photosensitivity--less than 5%. 
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RESULTS 
Are you sensitive or not to IPS? 
Of the sample 12% reported being informed that they 
were sensitive to flashing lights, 37% reported being 
informed that they were not sensitive to IPS and the 
remaining 51% could not recall being informed of the 
test result. 
Have you been given advice about being 




Sixty-three per cent felt that they were not 
given advice. 
Three per cent felt that they were given advice 
indicating that they were not  at an increased 
risk of seizure whilst exposed to flashing lights 
and/or other environmental photic stimuli. 
Thirty-four per cent felt that they were given 
advice indicating that they were at an increased 
risk of a seizure whilst exposed to flashing 
lights and/or other environmental photic stimuli 
and they were informed to avoid such material 
(e.g. television, sunlight, discos, visual display 
units, video-game material). 
Medical practitioners gave 76% of advice. 
Common examples 
'I was basically told to avoid flashing lights.' 
'To stay away from discos and computers.' 
'Told to avoid flashing lights, e.g. discos, strobe 
lights and TV interference.' 
'Told to avoid lights in the place of work if possi- 
ble.' (This subject was employed in a photography 
laboratory.) 
DISCUSSION 
Our results confirm that the education of epilepsy suf- 
ferers regarding exposure to photic material requires 
substantial improvement. Whether an individual is 
photosensitive or not is arguably an important piece 
of information for a person with epilepsy and has ob- 
vious and striking repercussions for his/her psychoso- 
cial functioning, particularly in today's environment. 
Nevertheless, it appears that the IPS test result is not 
being relayed to all patients, at least in a way that 
they can understand and retain. 
It is important o recognize that we obtained in- 
formation only on the results/advice that the partic- 
ipants felt they had or had not received. It is well 
documented elsewhere that patients in general may 
not remember all information that is relayed to them 
during a medical consultation 4'5. Individuals with 
epilepsy may also experience difficulties with the re- 
tention of medical information that is provided to 
them. Thompson 6 found that only 3/38 residents at 
a special centre for epilepsy recalled more than 50% 
of the instructions given to them during a medical 
interview. It is therefore probable that a proportion 
of the present sample were informed of their IPS test 
results but had subsequently forgotten. 
We have found good evidence to suggest that 
misinformed attitudes about the wider epilepsy 
populations' risk of seizures whilst exposed to 
environmental photic material are highly prevalent. 
Approximately one-third of our sample appear to 
have been given advice aimed at restricting their ex- 
posure to material that utilises a light source. This is 
suprising as this type of advice should only be nec- 
essary for the < 5% of the epilepsy population who 
are photosensitive. 
Better education, more actively reinforced, is cru- 
cial to changing this situation in the future. This could 
consist of the following. 
(i) Informing every person with epilepsy of their 
individual risk of having a photic-induced 
seizure. In practice this requires informing 
patients of the results of the IPS (and pat- 
tern simulation) procedure, preferably as soon 
as possible after diagnosis. Those who are not 
sensitive to intermittent photic or l~attem stim- 
ulation should be informed that they are at an 
extremely low risk of photic-induced seizure 
and if an isolated attack occurs in such a set- 
ting then it is probably due to chance. 
(ii) Avoiding the promotion of blanket restrictions, 
as the majority of people with epilepsy (>95%) 
can pursue activities that involve some source 
of light, encompassing educational, employ- 
ment and leisure opportunities, without undue 
concern. 
(iii) Better recognition and assistance in overcom- 
ing problems with information retention in 
certain patient populations. In patient groups 
with additional earning/cognitive difficulties 
further reinforcement of this information and 
its psychosocial implications hould be given. 
Better etention may be achieved by providing 
carers and relatives of the patient with relevant 
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information or utilising other forms of commu- APPENDIX 1 
nication, for example written material. 
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Have you had an EEG before? 
Were you shown flashing lights during this test? 
Have you been told by your doctor that this test 
showed: 
(a) that you were sensitive to flashing lights 
(b) that you were not sensitive to flashing lights. 
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You were not informed of the result of this 
test. 
Have you been given any advice about being ex- 
posed to flashing lights? 
Yes 
No 
Who gave you this advice? 
e.g. doctor, nurse, friend. 
Can you briefly describe the advice that was given 
to you. 
